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tal, Kristiansand, Norway.The Greater Involvement of People Living with or
Affected by HIV principle highlights the various
contributions HIV-infected people can make in HIV
program development and implementation. We pre-
sent a unique example of how service users’ involve-
ment led to a complete organizational redesign of an
outpatient HIV clinic in Southern Norway. We
applied a user-driven, case study method, which
showed that establishing a user board laid the foun-
dation for the redesign process, as the board pro-
vided a clear infrastructure of user involvement
and developed a set of user-defined targets for ser-
vices. The main targets–optimal health, holistic
care and treatment, and empowerment–were opera-
tionalized as a set of action points, such as establish-
ing HIV nurse coordinators. While there is no single
method for user involvement, we offer useful ideas
that can help others develop an involvement project
that is effective and sustainable.
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is complex and the concept is not easy to define, as it
encapsulates a range of different ideas. Barnes,
Carpenter, and Bailey (2000), for example, identified
threemodels of user involvement, tracing the changing
nature, from consumerist approaches to a concernwith
empowerment, to themore recent notion of stake hold-
ing.However, the core of the user involvement concept
is involving peoplewho receive health services in their
own care (Branfield & Beresford, 2006; Greenhalgh,
Humphrey, & Woodard, 2011). This can occur in
various capacities, structures, and remits.
In an effort to identify the different ways users can
be involved in care, various theoretically constructedNo. 6, November/December 2015, 732-742
n of Nurses in AIDS Care. This is an
/licenses/by-nc-nd/4.0/).
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Gulliver, and Towell (2002) created a matrix, which
contrasted concepts of user involvement such as
recipients of communication, subjects of consulta-
tion, and agents in control, with levels of interaction,
such as interaction between service users and be-
tween users and professionals. Hickey (1998) built
a more one-dimensional participation continuum,
which ranged from minimal provider explanation,
to consultation, to partnership, and eventually
to user control. This continuum was similar to
Braye’s (2000) spectrum of user involvement, which
extended from merely being provided with informa-
tion at one end, to full user control at the other.
Such models have demonstrated that, in theory, ser-
vice user involvement can take many forms and be
done in many different ways. Unfortunately, in prac-
tice, it seems the most frequent approaches toward
user involvement come from a conservative position
of merely eliciting users’ views. This includes
inviting users to send in views for consultation or
to fill in a questionnaire, asking one or a handful of
user representatives to join a committee, requesting
users’ input into development of patient information
material and the like (Branfield & Beresford, 2006;
Cornu & Attawell, 2003; Nilsen, Myrhaug,
Johansen, Oliver, & Oxman, 2006; Patterson et al.,
2009; Robert, Hardacre, Locock, Bate, & Glasby,
2003; Simpson & House, 2003).
However, there is growing political and research
interest in user involvement in care (Doughty &
Tse, 2011; Pitt et al., 2013). Since the movement
for user involvement began, with its origins in the
1960s and 1970s (Branfield & Beresford, 2006), gov-
ernments throughout Western Europe and North
America have encouraged patients to contribute to
the planning and development of health services
(Crawford et al., 2002). For example, the National
Health Service in the United Kingdom has promoted
the concept of patient involvement with the slogan,
‘‘No decision about me without me’’ (National
Health Service, 2010, p. 3). Underpinning such devel-
opments are largely principles of patient autonomy
and the belief that user involvement in decision-
making is associated with improved outcomes.
According to Barnes (1999), user involvement in
health care has been viewed by many as an ethical
requisite. The logic has been that, because patientspay for services, they have a right to be consulted
about the nature and type of services they receive.
Mainly, it is argued that because users have a unique
understanding of their illnesses, user involvement
leads to positive changes, such as more accessible
and acceptable services, enhanced health and quality
of life, and improved cost-effectiveness at the health
system level (Robert et al., 2003; Simpson & House,
2003).
In accordance with the conviction that user
involvement is critical to ethical and effective HIV
programming, 42 national governments formalized
the Greater Involvement of People Living with or
Affected by HIV (GIPA) principle as early as 1994,
at the Paris AIDS Summit. The principle, detailed
in a subsequent Joint United Nations Programme
on HIV/AIDS best practice document on GIPA
(Joint United Nations Programme on HIV/AIDS
[UNAIDS], 1999) and endorsed by 189 United Na-
tions member countries in 2001 (UNAIDS, 2007),
highlights the contributions HIV-infected people
can make in HIV program development and imple-
mentation. The UNAIDS document on GIPA sug-
gests a six-tier pyramid of user involvement, as
targeted audience, contributors, speakers, implemen-
ters, experts, and decision-makers (UNAIDS, 1999).
Despite the fact that the GIPA principle was first ar-
ticulated 2 decades ago, and in contrast to themany ex-
amples and advantages of user involvement described
in the mental health literature (e.g., Crawford et al.,
2002; Pitt et al., 2013), there are few articles about
how patients are involved in HIV services. Roy and
Cain (2001) outlined some of the difficulties and ob-
stacles to HIV-infected people’s meaningful involve-
ment in the development of policies and the delivery
of services in community-based organizations, while
Halloran, Ross, and Huffman (1996) provided a rare
example of how HIV-infected patients can be success-
fully trained to participate in organizations using pub-
lic funds for HIV services. Related to the often
tokenistic nature of user involvement described above,
Cornu and Attawell (2003), who examined HIV-
infected people’s involvement in nongovernmental
organizations in four countries, found that users typi-
cally only accessed services as beneficiaries, or occa-
sionally volunteered within these organizations.
Ramirez-Valley and Brown (2003) described this
type of involvement in community-based HIV-related
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Warwick (2008) undertook a study in three areas of
England to gain an overview of the types of user
involvement mechanisms in place for HIV-infected
people to influence services and policy developments,
finding that opportunities for HIV-infected people’s
involvement in such developments varied greatly.
While researching this paper, we found a handful of
relevant articles describing user involvement in HIV
care services. First, Halloran and colleagues (1996)
described the development, implementation, and
initial evaluation of a psychoeducational intervention
to increase organizational participation by HIV-
infected people. In another article, Ginnakopoulou,
Fakoya, Aina, and Campbell (2006) reported the
establishment and brief operation of a user group in
an east LondonHIV treatment center. The authors out-
lined the challenges experienced by service users and
clinical staff and offered an explanation of why the
user group was discontinued. More recently, in the
context of human resource constraints in low- and
middle-income countries, a few studies have exam-
ined peer involvement in facilitating antiretroviral
therapy distribution and adherence (e.g., Luque-
Fernandez et al., 2013).
We describe a unique example of a user-driven HIV
clinic to build an evidence base about the pragmatics
of user involvement in HIV services. We present
events surrounding the establishment, as well as the
operation, structure, and content of a user-driven
HIV clinic in Southern Norway, as perceived by users
and providers. The involvement of service users in the
redesign of the outpatient clinic in partnership with
clinic management is a central focus. By way of
context, Norway has a socialist health care system,
and national health policy guidelines state that the
involvement of patients is fundamental to efforts to
improve the quality of health care. User involvement
is considered a democratic imperative, of intrinsic
value in and of itself, and a mechanism for improved
and quality assured services (Helsedirektoratet, 2011).MethodsOur overall research objective was to describe
the redesign of an outpatient HIV clinic in Southern
Norway, with particular focus on the involvementof service users. In accordance with the group’s
founding philosophy–that the user is in the best posi-
tion to identify services that will enhance his/her own
quality of life–and users’ requests that all HIV clinic
projects directly involve them, we employed a user-
driven, case study method (Johansson, 2003; Stake,
1998; Tellis, 1997). This approach was considered
suitable considering our aim to capture the
complexity of a single, complex, and contemporary
case in its natural context. As pointed out by Stake
(1998), in case study research, the concentration is
on the study object as a case: ‘‘As a form of research,
case study is defined by interest in individual cases,
not by the methods of inquiry used’’ (p. 86). The phe-
nomenon of interest, specific to time and place, was
the redesign of the HIV clinic in a small city in South-
ern Norway (Kristiansand), a process that was initi-
ated in 2011 and is ongoing. Further, by user-driven
approach, we mean that the starting point was where
formal control and power lay with people who iden-
tified as users, with the research initiated by and fully
involving users.
Continuing from above, we stress that, because
case studies are multiperspective analyses, we pur-
posefully assembled the research and writing team
to be composed of users of the clinic services and in-
dividuals working at the clinic, who collaborated
with one external researcher to produce this paper.
This meant that we considered not just the perspec-
tives of the users, but also of providers and clinic staff
and the interactions between them. As such, the
paper represents the views of a diverse body of
stakeholders, most of whom have several years’ expe-
rience in and with HIV services. From this perspec-
tive, the majority of us are experts by experience,
who describe the evolution of the HIV clinic from
both a personal and a developed philosophical and
political understanding of user involvement. As a
user-driven research project, it can also be argued
that it was emancipatory research, in that it took users
beyond the passive role of suppliers of opinion and
empowered them through research (Letherby, 2006).
Our paper is based on user and provider views, as
well as all available historical documentation since
the user initiative started. Users and staff working
at the clinic held several meetings and collaborated
with the external researcher to gather data using
various methods and sources. The material included
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ations, reports, service descriptions, applications,
invitations for participation, checklists, and the like.
In total, 62 documents produced by persons involved
with the clinic and 48 media stories were used. These
documents were sorted–first chronologically, and
later by topic–and systematically reviewed by the
external researcher in order to derive information
about the establishment and operation of the user-
driven clinic.
We believe the description of this user-driven
clinic initiative will be of interest to those concerned
with expanding user involvement in health and social
care, including user researchers, educators, practi-
tioners, development workers, and policymakers.
Ultimately, on the grounds that it provides benchmark
data useful for future projects, we hope it will sup-
port, inform, and help develop other user-driven
clinics.ResultsBackground for the Clinic Redesign
With the emergence of HIV in Norway in 1983
and steadily increasing numbers of HIV-infected pa-
tients, HIV clinics were established in most cities
throughout the country. As was the national stan-
dard, the HIV clinic in Kristiansand, one of the
southernmost cities in Norway, provided free medi-
cal follow-up and treatment of people infected with
HIV. This outpatient clinic provided, and still pro-
vides, specialty care at the hospital level, for pa-
tients with HIV and other infectious diseases, such
as infectious hepatitis and tropical diseases, and pro-
vides follow-up care after discharge. With a staff of
six (two physicians, two nurses, and two secre-
taries), it provides about 1,500 consultations yearly,
including HIV consultations. Concerning HIV, dur-
ing in-person consultations, which up until 2013
typically occurred quarterly, the physician met
with the patient for infection evaluation and moni-
toring. Additionally, the patient sporadically met
with a nurse, for processes such as for the comple-
tion of forms for dental treatment, and the clinic
sometimes shared medical details with the patient’s
primary physician.Over time, the head clinician at the HIV clinic had
become increasingly aware that service users were
not given adequate opportunities to influence their
own care. He explained his motivation for increasing
patient involvement at the HIV clinic. Norwegian
policy documents prescribe user involvement, but
he perceived existing efforts to involve patients to
be tokenistic and insubstantial and, most importantly,
‘‘The way we provide HIV treatment and care at
Norwegian clinics fails to meet the real needs of
our HIV-positive patients. We talk about medications
and CD4 counts, but not the individual, human chal-
lenges’’ (O. Rysstad, MD, personal communication,
June 3, 2014). Thus, in 2011-2012, Dr. Rysstad
personally approached patients, encouraging them
to become involved on a user board that would
consider the services HIV-infected patients wanted.
About 6 of the approximately 120 HIV-infected pa-
tients registered with the clinic volunteered to estab-
lish the board, which became active in the fall
of 2012.
The User Board
Establishing the user board laid the foundation for
the redesign process of the clinic and clinic services,
as this board, in response to the head clinician’s call
to become involved, established a clear infrastructure
of user involvement and developed a set of user-
defined targets for services (hereafter referred to as
the blueprint). The blueprint was the result of the
user board’s prolonged survey of user needs and
wants, as well as explorations of useful processes
by which there could be meaningful engagement
about the development of HIV services with the full
range of welfare and health care professionals
involved in HIV care. In October 2012, the user board
handed the blueprint over to hospital executives, who
accepted the targets. Subsequently, the blueprint
became the nucleus of the redesign of the outpatient
clinic and its services, with its comprehensive
description of the way users believed that HIV care
services should be delivered and the services the
HIV clinic should offer to all HIV-infected patients.
Before describing the components of the blueprint,
it serves to mention that, from the start, the user board
was composed of dedicated people who believed that
having a say in the types of services and the ways
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services and quality of life for patients. Members of
the user board explained that their involvement ideol-
ogy stemmed from the conviction that service users
were experts with in-depth knowledge of living
with HIV and using HIV services. These experiences
formed an important resource for improving HIV ser-
vices generally and individual patient care specif-
ically. Furthermore, expert involvement in shaping
services can be therapeutic for the user, enabling peo-
ple to feel that their insights are valued, and helping
them increase confidence and develop new skills.
While it can be difficult to establish a user group
that is representative of the needs and views of
different users whowill necessarily exist in any group
of service users, the initial user board members and
clinic staff recognized the need to reach out to the
breadth of users, including more marginalized pa-
tients. Thus, throughout 2012 and 2013, new mem-
bers were deliberately recruited to reflect diversity
on the user board. The board subsequently grew to
include seven members, who were diverse with re-
gard to gender (three women and four men), age
(range 5 27-53 years), years of living with HIV
(range 5 2-30), and sexual identity (three homosex-
ual and four heterosexual). The board was also
diverse with regard to ethnicity. For example, in addi-
tion to three Norwegians, it included members from
Thailand, Kenya, and Somalia. In Norway, men and
women from sub-Saharan countries constitute the
second largest group of HIV-infected people
(Folkehelseinstituttet, 2014). As a large proportion
of service users, and a group that may face greater
challenges concerning familiarity with the health
care system and cultural and language barriers,
the board considered it important to ensure that
non-Norwegians’ views and experiences were taken
into account in the redesign of the clinic. The current
approach is to select members who not only
strengthen the board’s diversity but who have also
completed the Learning and Mastering in Health
workshop and ‘‘likemann’’ training (described
below).
User board members contributed their personal
service user knowledge based on direct experience
as service users and of being involved in HIV care.
The members actively participated to varying extents,
and each person was paid the same (hourly) standarddisbursement through the clinic. In order to ensure
that the clinic was user-driven, the board met regu-
larly for internal meetings; the frequency of meetings
grew from six in 2012 to nine meetings in 2013. From
the beginning, the user board has had regular in-
person and electronic contact with clinic manage-
ment and hospital executives about initiatives. An
HIV nurse coordinator arranged for suitable facilities
and took minutes; in all other respects the board was
self-governed, operating with a horizontal organiza-
tion structure.
User-defined Targets for Services
The blueprint that laid out the set of user-defined
targets for services identified as its mission, ‘‘promot-
ing optimal health through holistic care and empow-
erment of each individual patient.’’ Underpinning the
board’s philosophy of user involvement was the tenet
that user-driven, holistic services, based on a bio-
psychosocial model of health (Engel, 1978) promoted
optimal health for patients and were cost-effective in
the long run.
The board outlined three patient-centered targets
for services toward which the clinic should strive:
(a) optimal health, (b) holistic care and treatment,
and (c) empowerment. As a general guide, they spec-
ified that the clinic must retain responsibility for
examinations, care, and follow-up of each patient,
and that, to this end, they should systematically apply
micro-teams, an individual plan, and a standard
checklist (detailed below). Additionally, the board
stressed that the patient group, each individual user,
was a co-producer of services through user-defined
service targets. In the blueprint, the user board oper-
ationalized targets for services as a set of action
points:
 Arrange a postdiagnosis, mandatory meeting with
the HIV clinician, primary physician, nurse, and
patient to discuss services to be provided and distri-
bution of responsibility for services.
 Ensure explicitness in distribution of responsibil-
ities for care and treatment.
 Establish a micro-team for each patient. Each team
must include an HIV coordinator.
 Implement a checklist for evaluation and moni-
toring of diagnosis and treatment.
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care plan and GoTreatIt (a local database with
information about patients’ CD41 T cell counts,
medications used, etc.).
 Administer extensive medical screenings as part of
routine patient follow-up (to include screening for
sexually transmitted infections [STI], selected can-
cers, testosterone levels, blood pressure, vaccina-
tion needs, etc.).
 Tailor clinic visits to patient needs by allowing
for more frequent and after-hours consultations,
bundling services within one visit, sending
forms and literature to patients ahead of consulta-
tions, etc.
 Make information available regarding all facets
related to living with HIV.
 Create and standardize a system for effective and
secure communication between all involved in
the care of the HIV-infected patient, including a
low threshold for communication between the
HIV clinician and primary physician, the patient
and clinic staff, and the patient and primary
physician.
 Use service users as a resource, especially mem-
bers of the user board, by training them for peer-
to-peer work (‘‘likemannsarbeid’’).
 Evaluate clinic services and the process of estab-
lishing new co-produced services continuously.Implementation of Services
HIV nurse coordinator. One of the first major
implementations from the blueprint was to establish
an HIV-coordinator position in February 2013. Two
nurses shared the position (50% position each),
collaborating closely with the user board to establish
and support the targets for services. Thus, in addition
to being responsible for the day-to-day nursing care
of all HIV-infected patients registered at the clinic,
the nurse coordinators, among other things, also
offered, organized, and oversaw aspects of each
patient’s individual care plan, organized workshops
(e.g., Learning and Mastering in Health) and
micro-team meetings (described below), arranged
testing services for HIVand other STIs, and provided
patients and next of kin with reference materials
about HIV in various distribution formats.Individual plan. By law in Norway, all patients
with chronic diseases are entitled to an individual
care plan, although implementation appears sub-
standard at some clinics. At the HIV clinic in Kris-
tiansand, starting in early 2014, all HIV-infected
patients were offered an individual plan, covering
details regarding medications, mental health,
work–life balance, short- and long-term goals,
time line, and more. Part of the plan was based
on the results of a World Health Organization-
developed quality of life screening, the WHO-
QOL (see who.int/mental_health/publications/
whoqol/en/). The individual care plan served as
the foundation for disease follow-up. As such, it
was used both by the patient’s micro-team and pri-
mary physician.
Checklist. The user board developed a checklist
to evaluate and monitor each patient’s HIV diagnosis
and treatment. The goals of the checklist were to
ensure holistic care, prevention, early intervention,
and multidisciplinary collaboration. With its 108
items, it is an extensive checklist. Therefore, in
collaboration with Nye Pluss (the Norwegian HIV pa-
tient organization), the user board invited national
and international health care professionals involved
in HIV care to provide feedback on its usability. Their
aim was to implement an upgraded version of the
checklist within national guidelines for HIV service
provision in 2015.
Micro-team. After a mandatory, postdiagnosis
meeting in which checklist elements would first be
used and the distribution of responsibility for ser-
vices settled, a micro-team for patients who wanted
this service would be established. Thus, at the Kris-
tiansand HIV clinic, the individual patient’s health
and well-being were not just the responsibility of
the HIV clinician, but managed by a team consisting
of an HIV nurse coordinator, clinician, and other
health and welfare professionals as needed. The
size of the micro-teams ranged from three (patient,
HIV coordinator, clinician or primary physician) to
more than 10 (patient, HIV coordinator, clinician,
primary physician, psychologist, social worker,
home health nurse, and representatives from the mu-
nicipality, the department for municipal housing,
and the Norwegian Welfare Agency) depending on
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Other services. The user board’s philosophy of
user involvement forming an important resource
was particularly evident in the ‘‘likemannsarbeid’’
established at the clinic. The likemannsarbeid was
peer-to-peer work where an HIV-infected person
provided education, coaching, and support to other
HIV-infected people. Likemannsarbeid took on
many faces, varying from one-way distribution of
education materials to fully participatory forms of
work, and was a significant method to help newly
diagnosed people live with their disease. Similar to
its origins in peer tutoring in the 1950s in the United
States (Topping, 1996), likemannsarbeid was firmly
grounded on values of equality. HIV-infected peers
recognized their peers in the target group on an equal
basis. They also had equal relationships with peer
support colleagues and with professionals without
personal HIV experience. This model of health pro-
motion offered an opportunity to focus services as
well as goals on the direct, here-and-now needs
with which HIV-infected patients presented, thus
meeting the patient where s/he was. Three individuals
performed likemannsarbeid at the clinic, and more
likemenn were needed. The goal was for all newly
diagnosed patients, as soon as possible after diag-
nosis, to have an opportunity to meet with a
likemann.
In order to empower patients, the clinic offered a
workshop called Learning and Mastering in Health.
The 15-hour workshop (3-hour sessions given once
a week for 5 weeks) was first offered in April
2013 with members of the user board. It was
modeled after a workshop run at Ulleval Hospital
in Oslo and covered a range of subjects: medical
aspects of HIV, integration of medication regimens
into daily life; techniques to deal with problems
(e.g., stigma, fear, fatigue, pain); having a healthy
sex life with HIV; and communicating effectively
with health professionals, family, and friends.
Speakers were experts in their fields–several of
them were living with HIV–and classes were
highly participative, where mutual support built
participant confidence in personal abilities to
manage their health and maintain active andfulfilling lives. Related, the user board organized a
handful of informal psychosocial initiatives, such
as pizza night and rock-climbing, for HIV-infected
persons.
To improve communication between those
involved in the care of HIV-infected patients, the
clinic made use of a Web-based patient portal, called
Min Journal. It allowed secure e-mail between
patients and approved health care personnel; patients
could use the portal to change clinic appointments
and list their medications. Finally, two additional
advancements deserve mention. First, HIV coordina-
tors and members of the user board presented the
user-driven clinic initiative at numerous meetings,
conferences, and in the media. Second, in March
2014, the clinic started a weekly, low-threshold
testing service for HIV and other STIs, including
anonymous, rapid HIV testing. All in all, since
2013 there was a change in the structure of services,
as well as an increase in the number of services
offered at the clinic.
Resourcing and Evaluation
Redesigning a typical, provider-defined HIV clinic
into a user-driven clinic required some resourcing.
The head physician, therefore, applied for and
received financing from the Ministry of Health and
Care Services and the Directorate of Health to hire
someone into the HIV-coordinator position; he
expected that the HIV-coordinator position would
become a permanent position and part of the yearly
clinic budget.
Since the user-driven HIV clinic initiative
started, individuals involved have documented
and informally evaluated the process of establish-
ing new user-defined services, as well as the oper-
ation and quality of the services, through notes,
meeting minutes, and reports. As examples, user
board members sent reports to hospital executives
describing their experiences with the user-driven
clinic, project members have completed end
reports for funders, and the HIV coordinators
have written semi-annual progress reports. Further,
all Learning and Mastering in Health workshop
participants have been asked to complete an evalu-
ation form.
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in southern Norway went from providing standard,
medically focused, and provider-defined services to
become a bottom-up, user-driven clinic that delivered
a comprehensive set of medical and psychosocial ser-
vices. By now it is clear that in this case study, when
we refer to a user-driven clinic, we mean a clinic that,
in partnership with clinic management, is planned,
partially administered, and evaluated by users, based
on needs defined by users. Empowerment and auton-
omy are key concepts.
With reference to the user involvement matrix
created by Peck and colleagues (2002), our descrip-
tion showed that this initiative was located at the
highest levels of both user involvement and interac-
tion. Similarly, in Hickey’s (1998) and Braye’s
(2000) participation continua, the initiative pushed
beyond a relatively conservative position of consulta-
tion where service users suggested solutions, into a
progressive situation where users not only influenced,
but led, decision-making at point of delivery. That is,
our user-driven HIV clinic case presents an example
of a progressive user involvement position of users
directing service decision-making through active
citizenship, deciding the things they wanted done
and how.
With the ideological shift that the redesign of the
clinic implied, the significance of the head clinician
and members of the user board must be recognized.
Contrary to what is sometimes the case when users
become more involved, the head clinician not only
showed no reluctance to accept changes, he invited
changes that would disturb traditional relationships,
particularly with regard to power disparities be-
tween service providers and users about who had au-
thority to influence, make, and implement decisions.
With regard to the user board, involvement in the
user-driven clinic required a high degree of self-
governance, responsibility for implementation,
dedication to working from an equalities approach
to service users, and openness about HIV. Likely,
one reason for the scarcity of true user involvement
in HIV is that many people are hesitant to disclose
publicly that they live with HIV, a chronic disease
with much stigma attached to it.The pivotal role of the head clinician and the user
board in translating users’ views into policy changes
demonstrated the potency of individual commit-
ment. At the same time, it was a reminder that
without key individual commitment, user involve-
ment would have been precarious. Similarly, confir-
mation of the importance of financial resources
can be found, especially in the critical hiring of
the HIV-coordinator position and the Learning and
Mastering in Health workshops. Although most
changes and supplementary services were possible
without access to additional clinic funds, clinic
managers were able to respond positively to all tar-
gets for services only as a result of their successful
bid for funds from the Ministry of Health and Care
Services and the Directorate of Health. We are not
implying that all service developments desired
by users can be readily achieved by simply having
access to more funds–rather, most of the changes
at the HIV clinic in Kristiansand required complex
ideological and administrative shifts–but we were
mindful that stable financial backing for true
user involvement was required. This also is stressed
elsewhere (Maxwell et al., 2008; UNAIDS, 2007).
The user involvement format implemented in
Kristiansand has been successfully sustained for
more than 2 years, demonstrating the feasibility of
this user-driven clinic format. Furthermore, the re-
designed clinic had several strengths to recommend
it. In addition to the aforementioned factors, theoret-
ically, it carried the promise of being effective,
because user-driven services have been found to be
more effective in terms of the coverage they provide
than traditional service-provider programs (e.g.,
Broadhead et al., 1998). Research has also shown
that both empowering participation experiences
where users are involved in leadership roles and
contribute to organizational function, and socially
supportive participation experiences, have been
associated with positive health outcomes (Brown,
Shepherd, Merkle, Wituk, & Meissen, 2008).
Further research on redesigned clinics is needed to
establish a broader evidence base for policy and
advocacy.
Despite the tremendous grassroots-organized
response characteristic of the HIV epidemic, partic-
ularly in the first decades of the HIV epidemic (e.g.,
Halloran et al., 1996), which illustrated the critical
740 JANAC Vol. 26, No. 6, November/December 2015public health implications of user involvement,
our paper is one of very few articles about how
HIV-infected people are involved in policy develop-
ment and service delivery. While there are undoubt-
edly many formats for user involvement in HIV
service from which to learn, the initiative described
here was unique in its scope given its progressive
user-driven clinic format. We are not aware of any
other government-run HIV service organization
that has initiated user involvement at the structural
level. Examples of patient involvement in HIV
services presented in the non-peer-reviewed litera-
ture include the Bloomsbury Patient Network
(see http://www.bloomsusers.net/) and the United
Kingdom Client Advisory Board in London,
where active user groups are linked to hospital
clinics.
While we believe much can be learned from the
particular case described here, we recognize limita-
tions with regard to transferability and subjectivity
of both the researcher and those involved in the
redesign of the clinic. Our case can only help struc-
ture future research, not predict effects. The next
step for this user-driven HIV clinic initiative is a
proper evaluation, assessing particularly how the
project has been received by the service users and
clinic staff as well as barriers and facilitators to proj-
ect delivery. Such an evaluation is necessary to
ensure quality implementation. It is also important
for the feasibility of a subsequent outcome evalua-
tion and implementation of similar user-driven
clinics in Norway.ConclusionIn summary, this small-scale study describes our
experiences with and the pragmatics of establishing
a user-driven HIV clinic in southern Norway. It
started as a direct response to the head clinician’s
interest in involving users at the HIV clinic and
developed through the user board’s dedication to
turn user views into policy changes. The initiative
presented a unique example of how to translate ideo-
logical and policy commitment concerning the
meaningful involvement of HIV-infected people
into practice. There is no single method for user
involvement, but it is hoped that some of the ideasin this user-driven HIV clinic initiative can help
others develop an involvement project that is effec-
tive and sustainable.Key Considerations It is desirable and feasible to ensure that
HIV-infected patients are involved in their
own care at the clinic level.
 HIV nurses are important in empowering
patients to be involved in their own care.
 HIV nurses are uniquely suited for coordinator
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